Read all about it

A new book aims to help parents with MS discuss

their diagnosis with their children in a relaxed and

easy-to-understand way

PHARMACEUTICAL COMPANY BAYER
Schering Pharma, in partnership
with MS Ireland, recently launched
Benjamin: My Mum is Special, a book
to help children talk through the
concerns and fears they may have if
a parent is diagnosed with MS. The
book encourages parents and
children to talk honestly about MS,
share experiences and explore how
MS impacts the whole family.

The book tells the story of
Benjamin, who is eight years old. His
mum has MS and he is having a hard
time understanding what it is all
about. However, with help from his
family and friends, Benjamin is able
to talk about his mum’s MS and learn
that, although she is sick, they can
still have fun together.

MS Ireland gave the book to
Theresa Dunne, who has MS. She
read the book with two of her
children — Jessica, seven, and
Rebecca, eight.

“Benjamin is a very bright and
attractive book. | found it useful to
read with the girls, as it encouraged
them to ask questions. It also
allowed me to gauge how my MS is
affecting them. Everyone’s MS story,
values and attitudes are different, so
| would advise parents to read it first
and think of how your children will
react to and understand the
information.”

Olga Estridge, Services Manager
with MS Ireland, says of the book:
“We are delighted to launch this book
with Bayer Schering Pharma. It is an
excellent resource for families living
with MS. We always recommend that
parents be honest with their children

Rebecca, Jessica and mum Theresa help
to launch Benjamin, a book helping
adults with MS to talk to kids about the
condition, with Michelle Gartland, Product
Manager for Bayer Schering Pharma

about their diagnosis, although it is
ultimately their decision. The book
provides an opportunity for families
to talk about MS and all the highs
and lows that are experienced.
Parents can use it as a springboard
to talk about their experiences, while
children can ask questions and talk
about their own fears.”

Michelle Gartland, Betaferon
Product Manager with Bayer
Schering Pharma, said at the launch:
“We are delighted to be in a position
to provide a powerful education tool
such as Benjamin to parents and
children who are dealing with a
diagnosis of MS.”

Benjamin: My Mum is Special
is available free of charge from
MS Ireland. Call 01 6781600 for
a copy.

NEWS

Benefits of
beta interferon
therapy

BAYER SCHERING PHARMA has
published details of its BENEFIT
study. The study explores the
impact of a high-dose,
high-frequency beta interferon
therapy on the progression of the
disease in patients with first
clinical signs of MS.

The results of the study,
released this past October, show
that immediate treatment with
Betaferon® significantly reduces
the risk of permanent disability by
40% over three years, compared to
delayed treatment.

Speaking at the presentation of
the findings in Greece, Professor
of Neurology and Clinical
Neuroimmunology at the
University of Basel, Switzerland,
Ludwig Kappos said: “Treatment
with interferon beta-1b appears to
delay patient progression to CDMS
(clinically definitive MS) when they
have been identified as being at
risk of developing the disease.
The BENEFIT study was rigorously
controlled and will lend support to
making early treatment decisions
in patients with the first clinical
signs of MS." Prof Kappos was
the lead investigator of the
BENEFIT study.

This information has been
circulated to all medical
professionals in Ireland to
assist them in making decisions
on treatment options for
their patients.

If you have queries on your
treatment, consult your
neurologist in the first instance.

www.ms-society.ie
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Prague October "07: International MS Exchange

THE BEAUTIFUL CITY of Prague was an international hub
for MS research and interaction in October last year.
ECTRIMS, the European Committee for Treatments and
Research in MS, held its biennial conference for medical
and scientific professionals from around the world.

The Czech MS Society also hosted its Prague '07 —
Living with MS: Today and Tomorrow event, allowing
people with MS to learn about the latest developments in
research and management of MS. Meanwhile, the
Multiple Sclerosis International Federation (MSIF) held a
number of meetings for its Board/Council members and
MS Societies leaders.

Louise Wardell, Chairman of MS Ireland, was among
those who attended many of the events in Prague.

Says Louise: “The Czech Society hosted a most
enjoyable conference and the talks covered a wide range
of topics. The most apparent issue on the day was around
social interaction and about the physical and emotional
challenges facing people with MS.

“I am delighted that our active Branch Network plays a
strong role in providing social opportunities for our
members.”

As a representative on MSIF’s Council, Louise was
treated to a sneak peek of the lecture Professor Alistair

New dru&l; h;Ids
POSSIB!!,I_TIES

RESEARCH INTO THE Alemtuzumab (Campath] drug
treatment for people with relapsing-remitting MS has
thrown up some positive results.

The makers of the drug have carried out a three-year
analysis of 334 patients in a drug trial and have found
that, overall, Campath provides a “significant treatment
effect”, believed to last at least three years among
patients in the study. The trial has shown that patients
taking Campath experience at least a 73% reduction in
the risk of relapse after three years.

Campath is an experimental, new drug treatment for
people with MS, but is already licensed for use in B-cell
chronic lymphocytic leukaemia. An antibody, it kills

Members of MS Ireland taking part in Prague "07. From left:
Allen O’Connor, June 0O’Connor, Austin Dempsey, Aine Smyth,
Mary Lonergan and William Lonergan

Compston gave to ECTRIMS a few days later.

Prof Compston has performed research across a wide
MS field, has led international teams in genetics and is a
pioneer in MS research.

He was awarded MSIF’s Charcot Award earlier in the
year. The award is offered every two years for a lifetime
achievement in outstanding research into the
understanding or treatment of MS.

Part of Prof Compston’s lecture was on the new drug
Campath and the success of recent trials.

those T cells in the immune system that are mistakenly
attacking the myelin and cause inflammation.

Clinical trials are ongoing for the use of Campath in
MS, and it is not yet licensed. Early trials were run in
both relapsing and progressive types of MS. In people
with relapsing-remitting MS, it was found that Campath
reduced the number of relapses and improved disability
levels immediately. However, for those with secondary
progressive MS, the results were more mixed. MRI
scans showed no new lesions forming in the brain and
spinal cords of participants. However, people on the trial
continued to amass disability. Researchers are now
looking at whether Campath is most effective when used
early in relapsing-remitting forms of MS.

The drug is not without its side effects, and many of
the participants have only received two courses of it.
During one of the trials, a participant died from a
blood-clotting disorder. Approximately 3% of the
participants, including the person who died, have now
developed the disorder. While a significant risk, it is
treatable if caught early enough.

A new phase-three trial is now under way in the UK
and in the US.

Helpline: 1850 233 233



MS Ireland Annual
Awards 2008

MS IRELAND’S ANNUAL Awards are presented each year
to celebrate the contribution many of its members make
to the lives of those around them or on behalf of MS
Ireland. The awards are a small way of marking the
achievements, sacrifices and joys experienced by a
select group who live their lives with dignity, strength
and courage.

The nominations for this year’'s Annual Awards are now
open and MS lreland invites Branches and individual
members to nominate members who they feel deserve
recognition.

THE THREE CATEGORIES ARE:

MS Person of the Year

This award recognises the many outstanding
achievements of people with MS and to acknowledge
the vital role they play in the community.

Jimmy Brown Perpetual Award for

MS Carer/Helper of the Year

This award recognises the vital role of carers in the
lives of people with MS and gives family members
and Branches the opportunity to acknowledge their
contribution.

MS Volunteer of the Year

This award recognises the vital role that volunteers play
within the Society and to give our members and
Branches the opportunity to acknowledge their
involvement.

Application forms and more details on the criteria for
each award can be obtained from the website
www.ms-society.ie or by calling Alice McKeon in the
National Office at 01 678 1600.

Closing date for nominations is Friday, 23 May 2008

Each year, the Multiple Sclerosis International
Federation seeks nominations for the Evelyn Nicholson
Award for International Caregiver. This is an
international award given to a person who makes an
outstanding contribution in the care for someone with
MS. Each year MS Ireland puts forward the recipient of
our national MS Carer Award. Breda O’Gorman from Co
Kildare received the award last year in recognition of
her role as carer for her daughter Ann-Marie. Breda has
now been nominated for the international award.

NEWS
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MS Ireland launches
2008 research fund

IN MARCH, MS Ireland opened its 2008 research
fund. It is now calling on Irish researchers to

| -

submit applications to its dedicated MS research
trust. With the aim of funding up to €100,000 this
year, the Research Committee of MS Ireland is
seeking submissions in the area of basic science,
clinical science, epidemiology and the
psychological/sociological effects of MS.

The aim of MS research is to provide ways of
alleviating symptoms, improving quality of life,
reducing the rate of disease and, ultimately, to
find a cure.

Dr Michael Farrell, Neuropathologist in Beaumont
Hospital, Dublin, and Chairman of the MS Ireland
Research Committee, says of the fund: “We are
calling on all researchers and medical or social
professionals who have an interest in MS research
to apply to the fund.

“Understanding the science of MS will help greatly
in providing treatment options and one day may lead
to a cure for this disorder. Research into the psycho-
logical or sociological aspects of MS will also help
greatly to improve the quality of life for people
affected by MS.”

Applications will be submitted and evaluated
through April and May, with the successful projects
being unveiled at the end of June.

For further information on the fund, visit MS
Ireland’s website at www.ms-society.ie/research.

Www.ms-society.ie
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Highlighting the issues affecting people with MS

In June 2007, Dr Jimmy Devins was appointed Minister of State, with responsibility for Disability and Mental Health,
at the Department of Health and Children. In October 2007, MS Ireland Chief Executive Anne Winslow and Services
Manager Olga Estridge met with the minister to discuss some of the pertinent issues facing people affected by MS

SPEAKING ABOUT THE meeting, Chief Executive Anne
Winslow says it is important that those making decisions
are fully informed of the current status of services and
resources.

“Minister Devins is the first minister to specialise in the
area of disabilities and our aim was to brief him about the
issues facing people affected by MS. We stressed the
important role played by MS Ireland in the delivery of
services, its huge added value to the State and the
importance of maintaining and developing that role into
the future. We also spoke at length about the difficulties
experienced by people affected by MS, including access to
neurology services, funding for carers/PAs and access to

treatments therapies and interventions.”

At their meeting, the following issues were discussed:
e Neurology services in Ireland
e The Health Service Executive (HSE])

transformation programme
* Role of specialist voluntary agencies in primary care
e Core deficit funding
e HSE budget constraints

e Getting the Balance Right programme

There has been further communication with the
minister’s office, and MS Ireland continues to highlight
issues of concern to those making decisions on services,

resources and strategies. )
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Hitting the high notes

Having been diagnosed with MS in 1991, Billy Powell tells Barbara Harding how a love of singing
has been an excellent holistic outlet, helping him focus on the fulfilment of being in a choir and

pursuing his creative side

THEY SAY SINGING is good for the soul,
and for Billy Powell, it has proved
somewhat of a lifeline since
he was diagnosed with MS in
1991. Originally from
Toomevara in Co Tipperary,
but now living in Wexford,
Billy was diagnosed with
mild relapse-remitting

MS. He says it came as a
shocking blow.

“| woke up one morning
and was completely
off-balance and couldn’t walk
straight. | was a student of
History in Trinity College Dublin
(TCD) at the time and went to the doctor
on campus. She sent me to the Accident and
Emergency department at the (then) Adelaide Hospital,
where | spent a week undergoing tests, including a CAT
scan, a lumbar puncture and an MRI. MS was the last
thing | expected and the diagnosis hit me for six.”

Billy says the love and support his friends, family and
lecturers showed him throughout the following months,
however, helped put the condition out of his mind, so he
could focus on passing his exams.

Over 16 years later, Billy’s condition has since
deteriorated to secondary progressive MS, but he has
not let this stop him pursuing his creative interests. A
keen singer since childhood, he decided to join the
Vocare Choir in Co Wexford last year. Both he and his
wife now work their vocal cords, including scales and

breathing exercises, every Tuesday night with the group.

“I sang all my life in different choirs, from national
school, through secondary school, in TCD, and even with
a couple of barbershop quartets across Dublin. | was
delighted to join up, as | hadn’t sung for six or seven
years, and my wife Joanne and | wanted to do something
together. We rehearse every week with a group of about

45 people from across the Wexford area.
| sing in the tenor line and our style
of music is very varied.”
But what does his
participation in the choir
mean to Billy, especially in
terms of it offering an
holistic outlet? “l would
recommend it to anyone,
especially those who enjoy
singing,” he says. “It's a
great way of getting out
there and meeting people
and | would particularly like to
thank all those in the choir, as
they are aware of my story and have
been extremely generous in helping me
during rehearsals and at concerts.”

The only difficulty Billy encounters from his MS is
getting up and down the stage, but he says his
colleagues in the choir always provide assistance. He
also sits down a lot, if he is too tired during rehearsals.
Other than that, participating in the choir isn’t too
physically challenging, according to Billy.

He adds: “There are ways of getting around any
problems and I've learnt not to be afraid to ask for help
if | need it. People are always willing to oblige.”

Since its establishment a year ago, the Vocare Choir
has come on in leaps and bounds. It came second in the
Lyric FM national choir competition in 2007; performed
its inaugural concert last month in Wexford; and is
preparing to enter further competitions in Navan and
New Ross later this year. Half of the choir will also
travel to London in July to join an amalgamation of
other choirs at the Royal Albert Hall, which Billy is
especially looking forward to participating in.

Above photo:
Billy Powell

www.ms-society.ie




Balancing
body and mind

Tal chi Is an empowering exercise for
people with MS, as it gently exercises
the muscles and also promotes a
sense of inner peace, helping to
improve and restore energy levels

WE COULD ALL do with an energy boost from time to time
but, for people with MS, the quest for more energy can be
a fruitless and frustrating one, particularly when fatigue
and other MS-related symptoms hamper your day. This is
where, for some people with MS at least, tai chi chuan
(better known as tai chi] comes in.

Tai chi is an ancient Chinese martial art that aims to
enhance the physical and emotional state. The martial
arts are normally associated with combative skills, but tai
chi is from the soft school of martial arts and is neither
aggressive nor combative. Instead, it promotes
gentleness and natural well-being, and is said to be a
study of yin (receptive] and yang (active) principles.

The advantages of doing tai chi have been known for
many thousands of years, but it is only more recently that
they have been scientifically measured.

The practice of tai chi involves doing various breathing
exercises, as well as a range of postures that flow into
one another using smooth transition movements. These
movements aim to boost strength and co-ordination and,
most importantly, promote a sense of inner peace.

The idea is that, when the body slows down, the mind
eventually does the same. This gives us a chance to
reflect on, and be more in control of, everything we do —
our movements, speech etc. Overall, tai chi is found to
greatly improve energy levels. The feelings of relaxation
brought on by the practice lead to the conservation and
cultivation of energy — something that is of key
importance to all of those with MS.

So it seems the ancient practice has the potential to

HOBBIES

ease several common MS symptoms, among them

fatigue, immobility, imbalance and depression.

Veronica Case is a person with MS who has found tai
chi extremely helpful. She has had the condition for about
14 years, during which time she has suffered many
severe symptoms, including partial loss of movement and
loss of sight for a period of several weeks.

Currently, she is taking medication and is generally
feeling much better than she has done in the past. Last
year, after reading an article about tai chi’'s application in
the field of MS, Veronica attended tai chi classes
specifically for people with MS in Naas, Co Kildare. She
found them so beneficial that she is now enrolled for the
next programme. “It gave me a great steadiness of
posture and it also really focused my mind,” she says. “I
had never done any kind of meditation before and |
thought I'd be lying there thinking about the mess | had
left the house in! But | was able to really focus.”

Tai chi's combination of movement and meditation
induces relaxation and causes the body to produce more
serotonin (the ‘feel-good” hormone] and less stress
hormones. This results in higher energy levels as well as,
for most people, a greater feeling of confidence,
enthusiasm and lightness of being.

This boost in energy was a major boon for Veronica,
who attended the weekly classes for a six-week period. I
don’t know whether it is the focusing, the meditation, the
movement or the relaxation, but it definitely gives you
energy. | found it very empowering and would certainly
recommend it to other people with MS.”

Helpline: 1850 233 233



She says the beauty of the MS-specific tai chi classes
are that you don’t have to worry about taking a fall or
moving too quickly, as they are tailored to your abilities.

Also, the fact that tai chi movements are so gradual
and measured means it is a pain-free practice — another
important plus for people with MS.

Heather Darling has been running the tai chi class in
Naas and encourages everyone to take part.

“I just want to shout it out from the rooftops — ‘don’t
give up’. Just trust and dig deep enough to find a little
motivation and take those baby steps. Energy begets
energy and it will take on a life of its own once you start
the ball rolling.”

Heather is a well-established, fully qualified teacher of
tai chi, chi kung and meditation, also counselling and
guiding in the area of stress, its causes and related
symptoms and effects. She works with groups and
individuals and has her own private practice. She is a
member of the Guild of International Professional
Practitioners. Many of MS Ireland’s regional offices and
branches provide exercise and relaxation programmes.
Check with local contacts for details. More details can
also be found at www.taichi-ireland.com.

P 2000 .

Callsave Mohile

Email
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THE BENEFITS OF TAI CHI

Physical

By placing carefully balanced, but increasing demands
on your physical and mental energy, tai chi:

e Promotes lymph fluid circulation

e Massages muscle tissue, easing pain and tension

e Steps up circulation

e Slows the heart rate down to a relaxed state.

Mental

e Slows down the mind and encourages it to focus

e Helps the mind become more open and flexible,
thereby encouraging inner strength and assertiveness

e Makes us more aware of our negative thought patterns

¢ Increases self-confidence and esteem.

Spiritual

e Brings inner joy

e Enhances our connection with nature and living things
e Stimulates creativity.

www. supercare2000.com

www.ms-society.ie
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AS AN INCREASING body of evidence
points to the links between art and
the healing process, many people
with MS are finding art a great route
for relaxation and positive thinking.

Despite the fact that many famous
artists were tortured souls
throughout history (think of Vincent
Van Goghl], many experts believe that
engaging in creative art can help
enhance people’s mental health in
many ways. Not only does it foster
relaxation and enjoyment, it also helps
with emotional expression and can be
an excellent communication tool.

Art can be more than a solitary
activity, however. With many art
classes up and running around the
country, it also acts as a social
opportunity, which in turn can lead to
being more than a hobby. Some
artists, such as Michael Cloney of
Wexford and Helen Hiney of Carlow,
have gone on to make money from
their artwork. For others, art can
serve as a real distraction to MS.

Art, it is believed, heals by
changing a person’s physiology and
attitude. People can go from being
stressed about something to total
relaxation. Art can change a person’s
brainwave pattern and it is known to
affect a person’s autonomic nervous
system, as well as their brain
neurotransmitters. Advocates of art
therapy also believe it can change a
person’s pain perception and create
hope and positivity among those
dealing with something perceived
as negative.

Naj Wikoff, Director of Healing Arts
at the C. Everett Koop Institute in the
US, once said of the benefits of the
arts in general: “There is much
anecdotal evidence to show that
blood pressure, heart rate and
respiration can be positively affected
by exposure to the arts. Stress can be
reduced, fears released and
communication improved. Art
expression also lifts patient and staff

morale. Soothing music can relax

tense muscles, promote rest and
relieve troubled moods, and
creativity can relieve boredom for
hospital patients.”

A vast amount of research has been
done about the link between arts and
health. Durham University in the UK
set up the Centre for Arts and
Humanities in Health and Medicine in
2000. This is engaged with the
‘growing diversity of arts in health
practice’. Other similar centres have
been established in universities
throughout the world.

Bernie Kent of the South Wexford
Branch of MS Ireland agrees that art
can have a positive effect on those
with MS.

“Anything our members can do to
improve their quality of life is great.
Art is tremendous for people. It
allows people to concentrate on
something different and to get out
and meet other people. That is

Art is proven to be a highly

uplifting and therapeutic activity
for people with MS and has
added physiological and
relaxation benefits

most beneficial for people with MS,”
she says.

The South Wexford Branch is
hoping to start an art class for those
who are interested in the hobby. Of
the Branch’s 75 members, there are
four known artists, but it is thought
that many more people do paint.
Plans are under way at the Branch to
hold an exhibition of paintings next
year by those people with MS.

Michael Cloney, who is involved
with the Branch, was diagnosed with
MS in 2000. At the time, he couldn't
move around very well and so began
his love affair with painting. He
started going to evening classes to
paint with watercolours, and soon
after found he had a flair for the
creative process.

“Art is very therapeutic for anyone
who has MS or anyone who has a
serious illness. Painting itself is very
relaxing and uplifting. | could be
painting for two hours at a stretch,

Helpline: 1850 233 233



and in those two hours | could be
anywhere,” he says.

Michael was forced to give up work
when his MS progressed, but upon
starting to paint, he found it gave him
a new role in life. He believes art
helps people deal with the stress of
having an illness.

Eight years after his diagnosis,
Michael has carved out a small
career and counts himself lucky
enough to sell his paintings. A gallery
in Wexford also takes his pictures
from him and sells them.

“I would paint almost anything.
Whatever you see that appeals to you,
you can paint, from flowers in a vase
to a photo in a newspaper. I've taken
to doing new paintings of African
scenes and recently did a beautiful
drawing of an emotionally charged
photo | saw in a newspaper of a child,
his father and grandfather from Iragq.
| can spend my time painting, or go
out on any given day to take photos of
things that | might paint. It gives
purpose to my life.”

If you enjoy art, why not pop along
to Laura Canavan-Doyle’s exhibition
in the Mullingar Art Centre Gallery,
Market Square, Main Street,
Mullingar from the 10 to 31 May.
Diagnosed with MS 10 years ago,
Laura explores aspects of living with
MS in her exhibition entitled
‘Subterranean’.

MENTAL-HEALTH BENEFITS

OF ART

e Relaxation
Emotional expression
Improves confidence
Raises self-esteem
Increases your coping
strategies

 Allows you to forget about

your worries
e |t is believed to evoke a
sense of tranquility.

HOBBIES

Helen Hiney

Originally from England, Helen Hiney
moved to Ireland in 1980 with her
husband and two daughters. Based
in Carlow, she took up painting
when diagnosed with MS in 1989.

“It's a strange thing, but | can
thank MS for putting me on that
road. When you get to the stage that
you can’t get out because your legs
can’'t take you, what do you do? | got
hooked on art after taking
watercolour classes. When the
classes finished, | carried on.”

Helen has relapsing-remitting MS,
but took her last relapse five years
ago after she had a heart attack. She
has no formal art training but, after
working with watercolours for the
first few years, has turned to oils.
She has exhibited her work in St
Stephen’s Green, Carlow’s Eigse Arts
Festival and the Kilkenny Arts
Festival. Her work has featured in
private collections in England, ltaly,
Canada, the USA and Japan.

Helen has a pitch on Merrion
Square in Dublin, and during the
summer months gets up every
Sunday at 4.30am to drive from
Carlow to get a parking space. Her
designs have been used for

Christmas cards for both MS Ireland
and the Irish Wheelchair
Association. She has also been
asked to do private commissions.

“l enjoy doing art. It's nice when
you sell a few, but | don’t rely on it.
If you're going to try sell your
paintings, there can be high costs
involved. Framing can be expensive:
a 15x12 picture would cost in the
region of €60 to frame, but smaller
pictures would cost less.”

Helen hopes to have 100 paintings
in her collection for June, when the
season kicks off in Merrion Square.

“Art helps keep me sane. For the
first year after their MS diagnosis, |
think everybody, whether they admit
to it or not, wallows in self-pity. You
cannot have a diagnosis like that and
not be affected mentally and
physically. | spent a lot of time
asking ‘'why me?’. Mental attitude
has a lot to do with it. MS is the least
of my problems, unless it stops me
from doing what | want to do. Unless
it's bothering me, | forget about it.
Art helps me do that.” Helen will be
showcasing and selling her work at
Art Ireland in the RDS, Dublin from

www.ms-society.ie
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The holiday season will soon be upon us, but
travelling with MS can deter many people from
taking out the suntan lotion. Roisin 0’Hagan
says her trip to Australia was worth the

extra planning

HAVING TREKKED THROUGH the Himalayas, South East
Asia, America and South Africa, | considered myself to
be a seasoned traveller. That was before | was
diagnosed with MS in January 2005.

After the initial shock, my boyfriend and | decided that
the best thing to do was to continue life as normal and
carry on with our holiday plans to Australia in April of
that year.

| had lived in Australia for a number of years and had
taken the journey several times, so | knew what to
expect from the long-haul flight. By March 2005, our
plans were in jeopardy when | started getting ‘'moments’,
which were wave-like feelings that travelled from the
front of my head to the back, leaving me spinning for a
few minutes and with slurred speech.

The ‘moments’ kept getting worse, but | didn’t want it
to spoil my holiday so, reluctantly, upon medical advice |
started to take oral steroids. Around this time, | also
started my treatment of Interferon. My GP gave me a
letter explaining my condition to airport officials, so that
they wouldn't misinterpret my slurred speech as
drunkenness. | was armed with more drugs than any
smuggler and, apprehensively, | set off on my trip. There
was no problem at the airports, with my injections safely
tucked away in my case. | recall one air hostess
commenting that | wouldn't need dinner, as | made my
way through 15 steroids and numerous other
medications that were set out in front of me.

Unfortunately, when | arrived at our destination in
Cairns, | was experiencing my ‘moments’ every few
minutes. After a few days, | decided | needed to go to
the doctor, who referred me straight away to Cairns
Base Hospital. Within two days | was whisked away for
an MRI. My boyfriend was offered counselling, because
we were so far away from home, and | had my first
experience of being in a wheelchair.

My Australian doctor, Dr Hatfield, had only ever
treated one other MS patient before (and that had been
an Irish girl on holidays) and clinically diagnosed me

Roisin O'Hagan

with a type of seizure similar to epilepsy that only 2-3%
of people with MS acquire. | immediately started on
tablets and my seizures dissipated. | was able to
thoroughly enjoy the rest of my trip: camping; flying to
Sydney; and sightseeing; albeit with short and frequent
rests along the way. | also became very tired easily in
the extreme heat, so needed to stay out of the sun at the
hottest part of the day, and always sat in the shade.

Travelling with any long-term medical condition takes
a little extra planning, but it doesn’t have to put a stop to
your experience!

TOP TRAVEL TIPS

¢ Prepare in advance for your holiday by talking to
doctors before you go about necessary vaccinations
and treatments, etc

e Avoid countries with a hot climate, or try to go during
a cooler period

e Arrange travel insurance. Some insurance companies
will specialise in travel insurance for those with
conditions such as MS

If you need a wheelchair, tell your travel agent or
airline beforehand. Make sure your hotel/apartment
is wheelchair-accessible

Have enough medication for the duration of your stay.
Bring more in case you are delayed coming home

Store your medication in your hand luggage, as
stored luggage can sometimes get lost in transit.

Helpline: 1850 233 233
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Strategic Plan 2008-2012
Summary

Goal 1. Support and service provision
To provide appropriate, quality nationwide services
based on individual and family needs.

Goal 2. Campaigning and advocacy

To initiate change in policy and services with respect to
people affected by MS and to ensure equitable access
to services and programmes throughout Ireland.

Goal 3. Research

To support, promote and advocate for all types of
research beneficial to people living with MS and to
disseminate research findings.

Goal 4. Strengthening MS Ireland’s
organisational capacity

To enable MS Ireland to be at the forefront of good
organisational practice and governance and to
maximise its capacity to deliver on organisational
objectives and value to its stakeholders.

Goal 5. Funding
To increase levels of funding to deliver on the
organisation’s objectives.

MS Ireland has created its strategic plan to
ensure that people affected by MS live life to

the fullest, with the best services and resources

MS IRELAND HAS achieved a great deal since its
establishment in 1961. It now stands as a
reputable organisation, delivering services and
providing resources to the thousands of people
directly and indirectly affected by MS. MS Ireland
is committed to developing these services and
resources to ensure they meet both the needs of
those we serve and the needs of the organisation.

The creation of our strategic plan ‘Making it
Happen' is a culmination of much research,
consultation and deliberation. What you will read
in the following pages reflects the key issues and
priorities identified by MS Ireland’s members,
board, staff, volunteers and service users. The
plan will shape and drive MS Ireland’s
development into the future.

‘Making it Happen' is a five-year plan and will be
supported by annual business plans and
resourcing strategies required to support its
effective rollout. The Multiple Sclerosis
International Federation’'s (MSIF) publication,
Principles to Promote the Quality of Life, and the
European Multiple Sclerosis Platform’s (EMSP)
Code of Good Practice on the Rights and Quality of
Life of People Affected by MS will be used as tools
to achieve goals. Building partnerships with state
and government agencies, the disability sector,
voluntary sector, community-service groups and,
most importantly, with people affected by MS will
also underpin the plan’s success.

The mission of MS Ireland is to ‘enable and
empower people affected by MS to live the life of
their choice to their fullest potential’. We believe
that our strategic plan will allow us to achieve
that mission. We further believe that working
collaboratively with service users, our staff, our
board, volunteers and support organisations, we
can significantly improve the services, resources
and rights of those affected by MS.

MS Ireland welcomes the opportunities the
strategic plan brings and we look forward to
making it happen for all those affected by MS.
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Anne Winslow Louise Wardell
Chief Executive Chairman

www.ms-society.ie




Support and service provision

AIM: To provide appropriate, quality
nationwide services based on individual and
family needs.

Rationale

MS Ireland is an important source of support
for people affected by MS. Certain gaps exist
in service provision to people with MS and
carers, including inappropriate models of
accommodation and inadequate community
rehabilitation and therapies. MS Ireland’s
specific services need to be equitable.

Actions

1. MS Ireland will increase its service impact
by researching and developing
community-based therapeutic and
rehabilitative resource centres with
outreach programmes in four regions.

2. MS Ireland will research and develop
accommodation services for people
with MS.

3. MS Ireland will aim for equity and
uniformity in services delivered by MS
Ireland according to populations of people
with MS across all regions.

4. MS Ireland will provide and build up
evidence-based information on
physiotherapy and physical-exercise
programmes and treatments.

5. MS Ireland will provide timely, individual
responses to personal and family needs,
focusing on support, condition
management, therapy, health promotion,
well-being and welfare.

6. MS Ireland will offer information and
counselling to address the wide range of
challenges facing people with MS and
those affected by MS.

7. MS Ireland will review respite-care
provision in the context of the growing
provision of physical-disability respite
centres in the regions.

8. MS Ireland will review and define its role
and input into the Disability Act 2005 to
maximise the benefits and impact for
people with MS.

9. MS Ireland will develop and implement an
organisational approach to collaborative
working by creating new and appropriate
responses to needs.

10. MS Ireland services will be accredited.

Campaigning and advocacy

AIM: To effect change in policy and services
with respect to people affected by MS and to
ensure equitable access to services and
programmes throughout Ireland.

Rationale

There is still great need for improvements in
access to and regional provision of a range of
entitlements and services provided by the
State, including medical and community-care
services, neurology, physiotherapy, personal
assistance, home help, transport,
accommodation, medical cards, aids and
appliances, access and employment.

Actions

1. MS Ireland will champion the rights of
people affected by MS.

2. MS Ireland will develop a framework for
identifying issues and ensuring ongoing
consultation with people affected by MS.

3. MS Ireland will listen and give voice to
these issues.

4. MS Ireland will develop policy positions
and focus its advocacy and campaigning
on agreed and prioritised areas.

5. MS Ireland will further partnerships and
alliances that will create synergies and a
stronger voice.

6. MS Ireland will promote MSIF’s
established Principles to Promote the
Quality of Life for People Living with MS
and EMSP’s Code of Good Practice
documentation.

7. MS Ireland will develop self-advocacy and
capacity-building programmes to enable
people with MS to become informed and
to represent or advocate for themselves
(self-advocacy).

8. MS Ireland will develop and implement a
campaign on MS awareness and
education amongst people affected by MS,
the public and service providers.

9. MS Ireland will establish a proactive
advocacy department to run and
co-ordinate campaigns and programmes.

Research

AIM: To support, promote and advocate for all
aspects of research beneficial to people living
with MS and to disseminate research findings.

Rationale

MS Ireland is already supporting and dissem-
inating research data in response to requests
for information and evidence-based
interventions that make a difference. It is
necessary for MS Ireland to keep up to date
and draw on authoritative, evidence-based
findings when advocating and lobbying for
people with MS and their families.

Actions

1. MS Ireland will establish a MS register
and data set during the life of the plan in
accordance with the EMSP MS Information
Dividend project.

2. MS Ireland will carry out research to
support lobbying and advocacy functions
by profiling the needs of people with MS
and their families.

3. MS Ireland will promote and support a
range of research relating to living with
MS, including medical, scientific and
quality-of-life research.

4. MS Ireland will increase its knowledge
and understanding of research by
developing structured systems for the
tracking, collection, co-ordination,
translation and communication of existing
and emerging research and keep people
affected by MS and professionals informed
about progress and activity worldwide.

5. MS Ireland will involve Irish experts
to guide and inform the Society’s
research efforts in the social, medical
and scientific fields.

6. MS Ireland will support research through
a grant-aided budget of not less than
€100,000 per annum.

7. MS Ireland will provide an avenue for
donors interested in research to find an
appropriate project.

8. MS Ireland will be a major advocate for
specific funding designated for research.

Strengthening MS Ireland’s
organisational capacity

AIM: To enable MS Ireland to be at the forefront of
good organisational practice and governance; to
maximise its capacity to deliver on organisational
objectives and add value to its stakeholders.

Rationale

MS Ireland will need to take account of both
internal and external factors to deliver on this
plan and must shape itself to be flexible and
responsive if it is to develop its position as a
leader in the field of MS.

Actions

1. MS Ireland will expand its membership.

2. MS Ireland will review and strengthen its
governance and management
arrangements and ensure best practice
across the organisation.

3. MS Ireland will increase staffing and
voluntary inputs. Staff and volunteers will
work in a cohesive and unified way with
defined roles and responsibilities.

4. A volunteer and staff database of skills
and talents will be developed.

5. MS Ireland will enhance staff and
volunteer development and training
programmes.

6. Opportunities to receive accurate,
up-to-date information about MS and
community resources will be provided
using multiple media and IT. MS Ireland
will improve information gathering and
dissemination at all levels.

7. MS Ireland will review and develop all
policies and procedures regarding service
access and delivery, volunteers, human
resources, information management,
finance, health and safety, training,
customer services and complaints.

8. MS Ireland will seek recognised
organisational quality assurance and
accreditation.

9. MS Ireland will develop and implement
an integrated public relations and
communications plan.

10. MS Ireland will review investment in
existing facilities and draw up a facility
and building infrastructural programme to
meet the requirements of this plan.

11. MS Ireland will develop and invest in
structure and processes to maximise and
focus resources on its mission while
effectively managing the organisation.

AIM: To increase levels of funding to deliver
on the organisation’s objectives.

Rationale

Development and provision of services can
only be maintained and increased if there is
ongoing and increased funding.

Actions

1. MS Ireland will seek core deficit and
development funding from the Health
Service Executive and government in
relation to its service provision.

2. MS Ireland will fundraise for an
independent development fund for
research or innovative capital service
projects.

3. MS Ireland will maximise opportunities
for MS supporters to engage in
fundraising — planned donor giving,
events, corporate — throughout the year.

4. MS Ireland will increase donor and
corporate-sector giving.

5. MS Ireland will introduce new national
fundraising events.

6. MS Ireland will maintain the highest
standards of accountability, transparency
and value for money in its use of all funds.
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MISSION
To enable and empower those affected by MS to live the
life of their choice to their fullest potential.

VISION

MS Ireland has a vision of Irish society where all people
affected by MS live positive and active lives in the
community.

CORPORATE PURPOSE

The principal objectives for which MS Ireland exists are:

e To facilitate people with MS to control their lives and
environment, to live with dignity and participate in the
community

e To provide support for the families and carers of
people with MS

e To co-operate with the medical, scientific, social and
caring professions to promote scientific research into
the causes of, cure for and management of MS, and
the alleviation of medical and social symptoms

e To exchange and disseminate information relating
to MS

e To provide an identifiable focal point by developing an
efficient, effective and caring organisation to serve the
needs of people affected by MS.

If you would like a full copy of the strategic plan,
you can download it from our website:
www.ms-society.ie. Alternatively, contact our
National Office at 01 6781600.

~

COMMITMENT TO PEOPLE WITH MS

Through all its activities, MS Ireland endeavours to

ensure that people affected by MS will:

e Have easy and equal access to information, services
and treatments needed to improve quality of life

e Have access to age-appropriate respite and long-term
care services

e See better treatments and progress toward a cure
(prevention, arrest and repair)

e Have access to specialist MS medical care
(neurologist, nurses, physiotherapists, occupational
therapists, paid personal assistants, etc.)

e Exert influence and power over government decisions
affecting their welfare

e Have opportunities for meaningful work (paid or
unpaid)

e Be understood by family, friends, the public and health
professionals and get the emotional support they need

e Be informed and able to access social and recreational
opportunities and participate fully in society.

THROUGH ITS WORK, MS IRELAND WILL BE RECOGNISED:

e For promoting and assisting research into the
prevention, treatment and cure of MS

e For providing qualitative, innovative and appropriate
responses and supports for people affected by MS

e For influencing Government policy and public opinion

e For promotion of equitable and accessible quality
treatments and services

e For knowledge and expertise in all aspects of living
with MS.

Helpline: 1850 233 233





